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(14)  3rd Generation Effects

From DESPATCH - #36 June 1999
Mouse Study Shows Link to 3rd Generation Effects

Reviewed by Molly Berigan Spira
(Reprinted from VOICE, newsletter of DES Action USA - #78 Fall 1998)
"Increased tumours but uncompromised fertility in the female descendants of mice exposed developmentally to diethylstilbestrol" by Retha Newbold et al, Carcinogenesis, v.19 # 9, September 1998.

In a study conducted by scientists at the National Institute of Environmental Health Sciences, a link was found between the initial DES exposure in mice, down through their second generation daughters, to third generation of female grandchildren. From 2-11% of these "grand daughters" developed benign and malignant tumours in their old age. The non-exposed mice in the comparison or "control" group had no tumours. The report indicated that the range and prevalence of these tumours increased with age.

The study used mice for the investigation, a common practice as the reproductive tract closely reflects that of humans, yet their shorter gestation and life spans allow for more immediate study. Dosages and timing of exposure were correlated to match those of women exposed to DES, i.e."DES mothers". Three separate groups of mice were exposed at different stages of gestation, at varying dosages. These offspring were then raised to sexual maturity, mated to un-exposed mice, and then gave birth to third generation "grandchildren" mice.

Tumours of the uterus were the most commonly seen abnormalities in these third generation offspring. The authors report "an increased incidence of malignant reproductive tract tumours, including uterine adeno-carcinoma in the DES-linage mice but not in corresponding controls."

The results of this study suggest that all developmental exposure periods were susceptible to the adverse effects of DES; and that tumour formation, whether benign or malignant, is transmitted to the next generation. 

As seen in the human population of DES daughters, the fertility rates of the DES daughter mice were well below normal. However the fertility rates of the DES third generation mice were not affected.

Explanations for the mechanisms involved in the transgenerational events are unknown. The authors surmise that DES could alter the germ cells of the exposed fetus so that its offspring would be affected....

The reports concludes "While the occurrence of reproductive tract tumours in DES linage mice does not predict a similar outcome in DES exposed humans, continued close surveillance of the prenatally DES-exposed cohort and their offspring is warranted..." 

" In summary, this report describes irreversible changes in the female genital tract that are transmitted to other generations. These results indicate that the cascade of events that led to the appearance of tumours may well begin before birth and perhaps before conception.

Additional studies on prenatal and developmental exposures are essential for an accurate assessment of risks that can be attributed to specific environmental agents... 

These experimental studies will contribute to our understanding of some of the mechanisms underlying the genetic predisposition to cancer."

Comment on 3rd Generation Study

By Marian Vickers

When I heard about the 3rd generation effects of DES showing up in the mouse model, a cold shiver ran down my spine. As the mother of two teenage daughters this was the news that I had been dreading. In a way it has given me more empathy with DES mothers. Somehow it is a little easier dealing with your own health problems and the need for ongoing monitoring and vigilance. It is that much more difficult when it is the health of your child that is at risk: You feel that much more powerless.

Now I have had time to digest the news I have calmed down. I am grateful that research has been done and we have been warned about possible future health risk to our children. It is obviously important that more research is carried out and that the health of DES 'grandchildren' be closely monitored with ongoing, large-scale studies.

It has also renewed my anger and frustration at the lack of recognition of our plight by the health authorities. The fact that DES may affect our children (and possibly future generations) only highlights the urgent need for research and monitoring to be undertaken in Australia.

(15)  DES Clinic "Privatised"
From DESPATCH - #36 June 1999

DES Clinic "Privatised"
By Marian Vickers
Late last year we were very surprised to receive a letter from the Director of the Surgical Division, Royal Women's Hospital (RWH). The letter, dated the 21 September 1998, informed us that the DES Clinic at the RWH had been "privatised" as from 2 September. Privatisation is a method of cost shifting from the state to the federal government. At a private clinic, the doctor receives payment from Medicare, i.e. federal government funds, for each patient seen; rather than being paid a sessional rate by the hospital to conduct a public clinic. Therefore the cost of the clinic is no longer coming out of the hospital's budget (state government money) but is borne by Medicare (federal government money).

To add insult to injury the letter informed us that the DES Clinic had been combined with the Vulva Disorders Clinic and would now be known as the "Vulva Disorders Clinic at the Women's."

We wrote a rather stroppy letter back pointing out our strong objections to this change and the process, i.e. the total lack of consumer consultation about the proposal. Given DES Action's "historical" role of lobbying the State government to have the DES Clinic established in the first place, we objected strongly to it "disappearing" by being subsumed with a "vulva disorders" clinic.

A meeting was organised between DES Action and the RWH for 21 January 1999. The discussion was quite productive. Although the Clinic is to remain "privatised", as per the hospital's cost cutting policy, it is to remain known as The DES Clinic, and be signed as such.

We were concerned that our medical records should remain "public" and therefore accessible. We were reassured that this was so - that a woman's medical record would be returned to the hospital's records department after each visit.

We also argued that it was important that the existing "reminder" system remain - that women attending the clinic be sent a reminder notice when their appointment was due. This was agreed to, and it was also decided that all past and present patients should receive a letter about the changes to the clinic... 

(16)  'Discovering DES' Forum

From DESPATCH - # 37 October 1999

'Discovering DES' Forum

By Marian Vickers

The 'Discovering DES' Forum held on 30 June was a resounding success. It was organised and well publicised by the RWH's Well Women's Services through the health promotion unit, absolutely women's health. Over 60 people attended the forum, with 25% being health professionals. Unfortunately no doctors attended. The majority attending were women wanting to know more about DES exposure.

Meg Gulbin, of absolutely women's health, welcomed everyone and chaired the proceedings. Dr Ross Pagano, gynaecologist in-charge of the DES Follow Up Clinic at the RWH, gave an overview of the history of DES use and the long-term health effects associated with DES exposure. Jenny Blood, an infertility counsellor, gave a thought provoking talk on the issues around infertility in the context of DES exposure.

The most moving segment of the forum was the account by DES Action member, Robyn Blaxland, of her struggle with pregnancy loss and the pain of giving birth to a son too prem to survive. She then told of the birth of her son, Adam, after having a cervical stitch inserted and months of bedrest as an inpatient in Ward 21 at the RWH. She presented the "human face" of the DES story and told of the emotional strain affecting not only her, but also her husband, daughter and her mother.

Following this Marian Vickers gave an outline of DES Action's early days and the struggle to have awareness raised in Australia about DES. Deidre Harrison put DES in the wider context and talked about the international struggle for information and recognition.

Media Coverage
A comprehensive media release was developed by absolutely women's health that resulted in significant media coverage, including a segment on A Current Affair on 6 July.  Kelly Ryan, a journalist from the Herald Sun, attended the forum and wrote an article that ran on the front page of the Herald Sun and also the Daily Telegraph Mirror (Sydney) on 3 July. This article was then followed up by TV channels 7 & 9, both having segments on DES leading their evening news programs on the 3 July. Channel 7 and 9 news in Sydney, Brisbane, Adelaide and Perth carried the Melbourne report. Radio also picked up the issue, with DES being mentioned on Victorian, NSW, QLD and SA news reports.  

Following this media coverage, July and August certainly proved to be busy months with many phone queries and the mailing out of information packs. Most of these contacts were hearing about DES for the first time and realising they were affected. There was general distress expressed at the lack of knowledge about DES displayed by their local doctors and the difficulty in finding appropriate services. 

Thank you to those DES Action members and their families who (yet again) went public with their stories.

(17)  The DES Issue: A Family Affair

By Thea Kerr

Year 10 School Project, 1999 

DES (di-ethyl-stilboestrol) is a synthetic oestrogen drug. It was prescribed to pregnant women by doctors who believed that it prevented miscarriage and promised a healthy pregnancy. In actuality, it was found that the drug was both ineffective at preventing miscarriage and damaging to the future health of the women and their babies.

DES was prescribed from 1938 to the early 1970s by both obstetricians and general practitioners. So what we have now is a whole generation of women and men who have been exposed to DES without even knowing it.

One of the people who is trying to spread awareness about this medical disaster is my mother, Marian Vickers.

Unlike another "pregnancy drug", thalidomide, the effects of DES remain hidden and only become apparent after 15-20 years. The first warning came when, in the USA in 1971, a number of young women aged 11-22 years of age suddenly developed a very aggressive cancer of the vagina/cervix. This cancer only previously occurred in older women, and had never before occurred in young women. It was finally realised that all the women and girls who had this rare cancer had one thing in common - they were DES daughters. It was realised that all DES daughters were at risk of developing this cancer and need a special examination for it to be detected as a normal Pap smear does not pick up the cancer. However the doctors and health authorities, both in the USA and throughout the world, just kept quiet about this risk.

When I asked mum how she found out about it, she said "In 1979, when grandma saw a segment on This Day Tonight, a current affairs program on ABC TV. A Melbourne couple, whose daughter died of the cancer, appeared on the program to alert other people about the dangers of the drug. Grandma said she just froze as she watched the program, because she remembered taking tablets when pregnant with me."

At first the doctors tried to tell grandma that the drug had not been prescribed in Australia, but she remembered taking tablets so she kept going until she tracked down the doctor who had taken over the records from her obstetrician - and he confirmed that she had been prescribed stilboestrol, or DES.  "I really got to see grandma in a new light - she was so strong, she wouldn't take "no" for an answer, and she just kept pestering them until she found out the truth."

It took my mum nearly four months before she found a doctor who knew how to do a proper screening examination for the cancer. The other doctors had been really rude and hostile towards her and my grandma.

At this time, in late 1979, the Union of Australian Women held a meeting for interested people. My mum and grandma attended and met with other DES mothers and daughters.  They found out that other DES mothers and daughters also had been "fobbed off" and belittled by doctors, and so DES Action was formed - this is a support group for DES mothers, daughters and sons.

My mum has been involved with the DES Action group for just on 20 years. "I just can't believe we weren't informed of the risk, and it makes you wonder how many other drugs have serious long-term health risks that the authorities just don't tell us about."

During the past 20 years more and more serious health effects caused by  DES have emerged. The women who took the drug (DES mothers) now have a 30% increased rate of breast cancer compared to other women of the same age. Both DES daughters and sons have increased rates of reproductive-tract cancers and infertility. DES daughters who are able to get pregnant then face a much higher risk of ectopic pregnancies (a life threatening condition in which the foetus starts growing in the fallopian tubes and not the womb), mid-trimester miscarriage and premature births. "I feel really fortunate to have you and (my sister) Zoe," my mum says.

And the news just keeps getting worse. Now they have found out that DES exposure can affect the person's immune system, and DES daughters and sons may have much higher rates of autoimmune disease. 

My mum finds it really frustrating that the plight of DES exposed people is still not understood or even acknowledged.  "Doctors just don't want to know about the mistakes of medical science, they are only interested in the successes."

However, despite the frustrations she has experienced, my mum says: "Well, on the positive side, I have made some really good friends through my involvement with the group. I think you feel less helpless about things if you find out the facts and then try and do something about it."
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